Amyotrophic lateral sclerosis (ALS)
is a progressive neurodegenerative disease of motor neurons that compromises respiration and is ultimately fatal. Because ALS is a devastating disorder that spares judgment and intellect while severely compromising motor function, ALS patients have often been at the center of discussions regarding physician-assisted suicide and euthanasia. Authors from the Netherlands 1 sent validated questionnaires to the general practitioners (the coordinating physicians in the Dutch healthcare system) of 203 patients who died of ALS from 1994 through 1999. They reported that 20 percent of these patients died as a result of euthanasia or physician-assisted suicide, a rate several times higher than that in the United States and considerably higher than that in patients with cancer.
How can we explain such a high rate of physician-assisted suicide and euthanasia in ALS? From our own experience, it is related to a number of factors. General practitioners, as wellintentioned as they may be, do not have the time or resources to offer the comprehensive care that is required in ALS; the best way to deliver optimal care is with a team approach. Our team at the MDA/ALS Clinic includes neurologists and nurses working with a pulmonologist, a respiratory therapist, physical and occupational therapists, speech pathologists, psychologists, and social workers.
Depression is another factor, but recent data 2 suggest that depression alone cannot explain the high rate of physician-assisted suicide and euthanasia in ALS patients. The key issue appears to be hopelessness, which can occur even in the absence of significant depression. However, a busy physician may not have the time to discuss these issues with the patient. Instead, recent emphasis has been on palliative care. We agree that palliative care is underused, as is therapy for physical problems such as increased salivation, choking episodes, and shortness of breath.
Our own clinical focus is on helping patients to live rather than on preparing them to die. ALS patients are unique in their capacity for empathy. Their courage is inspirational. In this setting, palliative care is important, but even more important is helping these patients to live each day to the fullest. As one of my patients recently said, "The simple truth is that living every day fully in the present and finding joy is the only way to deal with ALS." Our responsibility as physicians is to take the time to listen to our patients and return their inspirational courage by giving hope, even in the absence of a cure. i.
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